resident's best interest-based on issues such as the need to relieve the resident's suffering, whether it is possible to preserve or restore functioning, and the resident's quality of life. 4 Objective instruments to measure quality of life are not used. Cost of care, third-party interests, preexisting disability, race, age, and sex are not considered. If it is unanimously deemed in the resident's best interest (what a reasonable person might decide) to forgo further intrusive care, and the resident's legal representative consents to it, the committee may recommend any of the following:
• A "do-not-resuscitate" order (suspension of the otherwise automatic implementation of cardiopulmonary resuscitation) • The resident's cancer should not be treated (that is, forgoing chemotherapy or surgery) • If the resident develops pneumonia, he or she should not be hospitalized
Summary points
• Little is known about end-of-life care for residents of developmental centers
• In this retrospective study, formal discussion of end-of-life care took place before only a quarter of deaths The do-not-resuscitate order requires approval by the medical and executive directors and must be reordered weekly by a physician. Residents who are not for resuscitation receive palliative care: nutrition, hydration, and basic nursing care, including gastrostomy, tracheostomy, parenteral nutrition, antibiotic therapy, or dialysis.
Medical records review
We reviewed medical and bioethics records over a period of 2-1/2 years of all residents in whom there had been an end-of-life decision. We also noted whether residents had made an advance health care directive; all residents who are judged mentally capable by their physician are informed of their right to formulate such a directive.
RESULTS
During the 2-1/2 year study involving 850 residents, a decision about end-of-life care was made for 16 residents (table) . Of these 16 decisions, 12 were decisions that the resident should not be resuscitated, and 4 were decisions that the resident should continue to receive full medical treatment. There were 38 deaths during the study period.
In only 10 (26%) of these had there been an end-of-life decision. Of the 850 residents, only 2 had ever completed an advanced directive.
DISCUSSION
Most residents must rely on their carers to make decisions for them about their end-of-life care. In only about a quarter of deaths among residents of our developmental center had formal discussion of their end-of-life care occurred. In comparison, one study found that end-of-life decisions were made in 43% of deaths of patients in other medical settings.
5
To date, few studies have been done of the end-of-life care of people with mental handicap. In a Dutch survey of physicians caring for mentally handicapped people, an end-of-life decision was made for 44% of deaths, and 77% of the decisions were to withhold or withdraw treatment.
1
Why was an end-of-life decision made for only a quarter of our residents who died? If a resident's death was quick, a referral for an end-of-life decision may not have been made, or the referral may have come too late. Late referral may also have been due to reluctance on the part of carers or family members to recognize or accept that a resident was dying. End-of-life decisions may not have been made for residents with prognostic uncertainty or those of a young age.
Care at the end of life for patients with developmental disabilities might be improved by earlier and more frequent discussion of patients' best interests before death. Ideally, a treatment goal-restorative, supportive, or pal- †Mean duration in institution, 31 years. ‡Data do not equal the grand total because some residents had multiple disabilities. §Cancer types: hepatoma (n = 4), adenocarcinoma (n = 2) (1 of esophagus, and 1 of colon), and melanoma (n = 1).
Family of 1 resident requested full treatment, and for 1 resident, the decision was "not irremediable and not in the process of dying." ¶ Aging parents requested a "natural death (with no heroic measures, when seriously ill in future)." Their request was noted as a surrogate request (but not as a Natural Death Act Declaration, which can be made only by mentally capable adult patients themselves).
liative-should be developed for all residents and periodically updated. 
